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Hello everyone and welcome to the final edition 
of Community Focus for the year. As we approach the 
end of 2017, it is hard not to reflect on what has been 
an enormous year for the CF communities of Victoria and 
New South Wales and all that we have achieved together.

I would be remiss to not acknowledge the work achieved by Michele Adair 
during her CEO tenure with CFNSW prior to our merger, I know that many people 
were well supported by Michele and she certainly always had the community at the 
forefront of her thinking.

On 13 July, we proudly became Cystic Fibrosis Community Care, enveloping 
1638 people living with CF, 20 staff, 11 hospital clinics and over 450 volunteers. 
CFCC currently cares for half the total number of people living with CF in 
Australia and benefits its wider community through the reduction of duplication 
and financial overheads, whilst also increasing administrative efficiency and 
coordination. With a larger size also comes the ability to increase services and capacity to our members. 
The name of our new organisation was carefully chosen to reflect what it is that we want to achieve – 
that is, care for our community. We are proud to belong to CFCC and hope you are too.

One of the key strategic goals of CFCC is to advocate at both an individual and systemic level for supportive 
systems and environments for people with CF and their families and carers. Throughout 2017, we have 
consciously fulfilled this objective every single day. Whether it be through the emotive and highly successful 
‘Kalydeco Kids’ campaign that came from the Victorian office in January and February, to our work at the 
Alfred Hospital, and more recently in NSW with changes to the provision of physiotherapy, percussion and 
airway clearance, advocacy also includes the one-on-one work we do with schools, workplaces and hospitals.

In the last month or so, we have been thrilled by the prevalent media coverage raising awareness of cystic 
fibrosis through discussion of genetic screening. Recent research has shown an individual’s chance of having 
a child with CF, Fragile X or SMA to be the same as that of Down Syndrome, and yet women of child bearing age 
are not being informed about CF by their doctors at the same rate. The Community Education Campaign on CF 
Carrier Screening has been a focus for the Victorian office for over three years now and it is wonderful to see it 
gaining traction nationally. Carrier screening is the only way to find out if you carry the cystic fibrosis gene prior to 
pregnancy. We all know that carriers do not have cystic fibrosis or any related symptoms of the condition and that 
1 in 25 people carry the cystic fibrosis gene change – we just have to keep working to get the message out there to 
as many people as possible that information is power and cf carrier screening is important. This will be an ongoing 
focus for us into next year.  

With the recent warmer weather CFCC have hosted a number of our major fundraisers. Great Strides Melbourne 
saw nearly 2,000 participants raise $125,000 and the Baywatch Beach Party in Wollongong had a good result too. 
Early 2018 NSW has the 10th annual 65k Walk for 65 Roses in Sydney which supports both Westmead Hospital 
and CFCC-NSW, and in March the Barefoot Ball is scheduled. I do hope that you can get out and support these 
wonderful events if you can. Any opportunity to show the size of our community and the strength we give one 
another is a wonderful thing. Talking of our community… I implore you all to renew or join as a member of CFCC 
in 2018. More information about this process is detailed on page 8 of this publication.  Remember, if you are not 
a member, you are not able to take advantage of the benefits that CFCC offers.

I want to take this opportunity to say thank you – to my wonderful staff who often go above and beyond with 
minimal resources and maximum energy, huge thanks to our selfless volunteers without whom we simply could 
not run our events and of course to our generous donors and amazing community fundraisers. CFCC would 
not be able to support our community without your generosity. I also want to wish all our members a very happy 
Christmas. May you find peace and joy with those you love at this special time of year, and may 2018 bring 
you good friends, good health and happiness.

Until next time…

Karin Knoester
Chief Executive Officer



Fundraising and 
Events Update 
from VIC

Whatever you did, it has been fabulous to see so many 
faces supporting the CF community. Here are just some 
of our favourite memories from the year…

It was a great honour for us to be able to carry on the 
Christine Doran 65 Roses Luncheon in March on behalf 
of Christine Doran. Held annually for over twenty-six 
years and raising over $3,500 in 2017, this event is 
eagerly anticipated and cherished by its attendees. 
For tickets to our 2018 event, please contact us on 
(03) 9686 1811 and ask to speak to Tessa.

A Night for CF was also a key highlight for the year. 
It is not often that our community have an opportunity 
to get dressed up in their best and let their hair down. 
That is exactly what the ball is, a night for us to unite 
as a community and enjoy a fun and carefree night 
with friends. Next year’s ball is on 28 July, so if some 
glitz and glam sounds like your jam, then start getting 
your table together.

We then finished off the year with Great Strides, 
which was a resounding success! Nearly 2,000 
attendees joined together turning the Botanical 
Gardens into a sea of red T-shirts, tutus, leggings and 
more! Bringing in over $125,000 in profit, this event is the 
biggest fundraising activity we organise and is a unique 
opportunity for people with CF to attend a community 
event with minimal risk of cross infection. The beautiful 
weather, the fairy floss as well as all the entertainment 
on stage gave the whole day a festive feel. 

It is not possible for us to mention all the individual 
fundraisers that have been put on by our outstanding 

community (although we wish we could!). 
Whatever your connection to our cause, we are 
always deeply appreciative of those who find ways 
to build some fundraising into their lives and help 
support people living with CF. 

We would like to take this opportunity to welcome Tessa 
to the events team at CFCC-VIC. Tessa has been a part 
of CFCC since June as our Administration and Volunteer 
Coordinator. As of 2018 she will be bringing her skills 
and passion to the fundraising team which we are 
very excited about. 

Thank you as well to everyone in our community who 
has helped us along the way. As you know, it really 
does take a community to care for CF and you have 
truly shown what an amazing community you are 
through your support. We are very excited for 2018 
and the successes it will bring and we look forward 
to sharing many more fond memories with you all.
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Our vision for 2018 is to continue to build upon 
the support that we currently offer CFCC members 
across New South Wales and Victoria. We will do 
this by continuing to provide support and advocacy 
to our members and raise awareness about CF 
in the broader community. 
For our members in NSW who attend both 
regional and metropolitan CF clinics we’ll provide 
social work assistance, and increase the opportunity 
for membership engagement and support. To achieve 
this, here are some of the things that we are looking 
forward to providing next year:

• Continued support to CF clinics by providing clinic
attendance, support with Centrelink, NDIS, advocacy,
referrals to government and community agencies, 
assistance with forms, information and appeals.

• Financial assistance to CFCC members provided
through gift vouchers, equipment, a sport and PT 
program, accommodation, and nutrition.

• Continued support provided through CF Education
and training to staff in school settings, workplaces, 
and family members. It’s anticipated that CF 
Education will be able to reach more communities
through videoconferencing and online resources.

• Host annual Celebration of Life, 
to be held on Sunday the 20th of May.

• Host a regional and metropolitan
event for CFCC members.

• Visit www.cysticfibrosis.org.au/nsw/services
or contact us on tel. 1800 650 614 for a full list 
of our services and activities in NSW.

For our members in Victoria we are looking 
forward to continuing to get to know you and 
support your needs through a range of services 
and activities, including:

• Social work assistance, referrals to other
services and supports, information and advocacy

• Our CF Community Conference
in Melbourne on the 18 August

• CF education and support for families,
students and schools/day care centres to help
provide best outcomes for students with CF

• One-on-one peer support as well as hosting
support dinners and events across Victoria,
including our annual Remembrance Service

• Financial assistance to purchase nebulisers,
to assist with CF-related expenses, to help
with accommodation for regional members,
and to have a break and time out

• Visit www.cysticfibrosis.org.au/vic/member-services
or contact us on tel. (03) 9686 1811 for a full list
of our services and activities in Victoria.

PROGRAMS, SERVICES & FUNDRAISING

Program 
& Support 
Services 
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We would like to extend our gratitude to our members, the CF clinics and 
community for their support in 2017 and enabling us to provide a range 
of services and support to members with CF and their families.

2017 has seen over 6,000 community members in Victoria, 
come together and support CF! For some it was striding at 
Great Strides, for others it was sharing a meal at the Night 
for CF Gala Ball, or perhaps you just grabbed a sausage 
sizzle at a local Bunnings community fundraiser. 
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Fundraising and 
Events Update 
from NSW

This was no mean feat considering an entire 
temporary ballroom for 300 people had to be 
erected and dismantled on the same day. It was 
a truly unique evening where guests could dip their 
toes in the surf and dance under the stars. 

Following on the heels of the Ball, the 65k465 
Roses Walkathon was held in February. 1,200 
people participated and raised an incredible $480,000 
– this figure an impressive 100% up on the year before. 
A huge thanks to our major supporters, Bright and 
Duggan and Suttons. 

One of our longer-term fundraisers, Alan and Jenny 
Tunks, once again rallied a large group of volunteers 
for their annual guitar raffle at Bluesfest. With thanks 
to Gibson Guitars, who generously provide 3 guitars 
every year, Alan is given access to all areas courtesy 
of Bluesfest and sets about getting the guitars signed 
by the artists, making them very unique items. Over 20 
years they have raised over $535,000. 

65 Roses month saw Wayward Brewery cooking up 
the Rose Kolsch special brew for the month of May. 
In 2016, the beer was so successful that it completely 
sold out. In 2017, it proved popular yet again and the 
limited edition craft beer sold out again – this time well 
before the end of May.

October/ November saw a number of charity golf days 
support CF. Thanks to the Central Coast Golf Network, 
The Bright and Duggan & Express Glass Charity Golf 
Day and the Vandermade Charity Golf Day a huge 
amount of money was raised… even in the pouring 
rain! The Central Coast Golf Network Charity Golf Day 

at Wyong Golf Club was also held during this time. 
Held in the memory of Mitchell and Jessica Price, 
mum Kim Clarke has been a long time supporter of our 
organisation and was instrumental in the development 
of  the data registry by securing a $75k grant from the 
Paul Newman Foundation. 

Throughout the year there were loads of community 
fundraisers, far too many to mention individually. 
Some of the more unusual and creative activities 
were the Frozen Butt Ride, riding off road from Hill 
End to Mt Canobolas and back, however it was 
Nicolas Birch decided to take on the biggest challenge 
of all, climbing to Mt Everest Base camp! At 5,380 
metres above sea level, this is not a community 
fundraiser for the faint hearted! 

We want to take this opportunity to thank you all. In 
particular, we want to say a public thanks to our long 
term supporter, Ros Vaughan, who has been fundraising 
for us for over 30 years. We could not do what we do 
without you all.

There’s never a dull moment in fundraising and 2017 kicked off early for us! 
In January, CFNSW teamed up with the Kinghorn Newport Surf Racing Academy 
to present The Barefoot Ball on the sand at Newport Beach. 
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Volunteer’s Corner

Most recently, our annual fun run, Great Strides, 
in both Melbourne and Bendigo saw over 70 
volunteers give their time leading up to the event 
and on the day.  There was a wonderful sense of 
community as people got stuck-in, helping with 
the early morning set-up, registering participants, 
cheering on the runners and walkers around the 
track, and much more. 

Other notable volunteering activities for 2017 
included tin rattling, assisting at the 65k walk 
and remembrance service, magazine mail outs, 
Christmas card preparation and volunteer talks. 

2018 is shaping up to be the biggest year for 
volunteers ever at CFCC. We will require a massive 
and enthusiastic team for tin rattling in March and 
other exciting events throughout the year.

We pay tribute to the lives of the following  
who have recently passed away:

Coen Ashton 
Robert McLean Reoch

CFCC is grateful for donations received  
in their memory.

In Memoriam

Volunteer support at CFCC has been incredible in 2017. Between those who 
help us out regularly in the office, to those who work tirelessly at our events, 
we would not be able to achieve the things we do without you!

The volunteer community at CFCC is growing and 
we welcome anyone who would like to join! If you are 
interested in joining the CFCC volunteer team email 
Tessa at events@cfcc.org.au.

FUNDRAISING & COMMUNITY NEWS
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Christmas 
Appeal 2017 

You will also receive a printed copy of Community 
Focus magazine and be able to participate at the 
Annual General Meeting.  
Most importantly though, for those members with CF, 
you will be able to draw on the support programs and 
services which are provided by CFCC. This support 
includes and is not limited to; social work assistance, 
financial support (when funds permit), grants and 
subsidies, access to free loan equipment and 
a staff member to come and visit you when 
you are in hospital. 

Nyssa and Cody’s twins arrived very 
early, at 33 weeks, amidst great anxiety.  
Their precious babies were immediately 
placed in humidicribs for five  long weeks.
Finally the twins were well enough to come home, 
but the good news didn’t last long.  Baby Cole was 
putting on weight and feeding well. Sadly, it was 
a different story for little Norah.
Norah was losing weight and showing  
other tell-tale signs of CF. 

Life was about to change forever.

“We were celebrating bringing our babies home, 
but after only one week we were back at the 
hospital. Norah was admitted because she was 
failing to thrive and underwent more testing,” 
explains her mum, Nyssa.
“We had one stressful week at home, and then 
our world fell apart. It was a terrible shock,” says 
Nyssa “CF is something we knew absolutely nothing 
about. Now it’s our everyday and it will be for the 
rest of our lives.” 
Norah’s medication, food and physio is a major part 
of the family’s everyday routine. “Clearing her airways 
is a constant job. As well as physiotherapy at home, 
she has to take 14 doses of medication every day. 
She’s such a little champ!”
Nyssa and Cody have to be careful taking Norah to 
playgroup or catching up with friends because “even 
a whiff of a cold poses a serious threat to her fragile 
lungs,” explains Nyssa. 
“I do have days where I feel very isolated and 
unable to do all the normal things my friends have 
done with their babies. Thankfully, we’ve been able 
to keep Norah well, and luckily, she has her twin 
brother for company.”

Applications for membership close on 28 February 
2018 and those who have not renewed by this 
date may be ineligible to receive support and 
services from CFCC.
In order to continue your membership for another 
year or join us for the first time, please visit:
New South Wales:  
http://www.cysticfibrosis.org.au 
/nsw/membership-benefits
Victoria: http://www.cysticfibrosis.org.au 
/vic/membership-benefits
Do not hesitate to contact us on (03) 9686 1811 if you 
live in Victoria and (02) 8732 5700 in New South Wales 
if you require additional information or assistance.
We look forward to seeing you all in 2018.

Everyone who becomes a member of CFCC will receive regular updates 
in relation to important information such as program and support services, 
advocacy campaigns, or our latest fundraising event. 

Nyssa and Cody are grateful for the support 
of their family, friends and the CF community.
To make a donation to the  
Christmas Appeal please visit: 
New South Wales:  
www.blowcfaway.org.au 
/event/christmasappeal2017 
Victoria: www.everydayhero.com.au 
/event/2017xmasappeal
 

The birth of a new baby is usually 
such a happy and exciting time. 
For parents expecting twins 
it can be even more exciting.

8 9

COMMUNITY NEWS

It is time to renew your 
membership for 2018! 
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2017 in 
Photos
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What’s on 2018
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Please note these dates were correct  
at the time of distribution but are subject to change

UPCOMING EVENTS

  Feb 7:  Traralgon Support Dinner (VIC)  

  Feb 21:  North West Metro Melbourne Support Dinner (VIC)    

  Feb 23–24:  CFCC Leadership Camp (VIC)   

  Feb 24:  Ski for CF (VIC)  

  Feb 24:  65k 4 65 Roses Walkathon (NSW)  

  March:  Peaks 4 CF (VIC)  

  Mar 3–9:  Cycle for CF (VIC)

  Mar 7:  Christine Doran 65 Roses Luncheon (VIC)

  Mar 14:  Ballarat Support Dinner (VIC)

  Mar 23–24:  Festival for CF (VIC)

  Mar 24:  Barefoot Ball (NSW)

  Apr 15:  CFCC Annual General Meeting 

  Apr 28:  Grandparents Afternoon Tea (VIC)

  May:  Festivale (NSW)

  May:  65 Roses Month

  May 9:  Bendigo Support Dinner (VIC)

  May 20:  Celebration of Life (NSW)

  May 23:  Warrnambool Support Dinner (VIC)

  May 25:  65 Roses Day

  May 25:  Rise n Grind (NSW)

  Jun 2:  Newly Diagnosed Afternoon Tea (VIC)

  Jun 20:  Albury Wodonga Support Dinner (VIC)

  July 6:  Crazy Hair Day (VIC)

  July 28:  A Night for CF Gala Ball (VIC)

  Aug 18:  CF Community Conference, Melbourne

  Sept 5:  Geelong Support Dinner (VIC)

  Sep 16:  CF Remembrance Service, Melbourne (VIC)

  Oct 21:  Great Strides Bendigo (VIC)

  Oct 28:  Great Strides Melbourne (VIC)

  Nov 14:  South East Metro Melbourne Support Dinner (VIC)


